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sought to qualitatively explore the psychosocial impact of having a child with SB.
We aimed to understand what are the psychosocial impacts associated with having
a child with SB, how are such individuals supported, and what recommendations
do these parents have to better support parents of children with SB. A qualitative
cross-sectional design was implemented with semi-structured online interviews. 12
participants were recruited using purposive sampling and interviews were audio-
recorded, transcribed, and analysed using thematic analysis. We identified five themes
relating to the psychosocial impact of having a child with SB: balancing daily life
demands, social challenges and relationship changes, emotional impact, benefits of
social support networks and inadequacy of psychological supports for parents. The
findings underscore the critical need for the improvement of psychological support
services tailored for parents of children with SB.

Highlights

+ Qualitatively explored the psychosocial impacts of caring for a child with SB
amongst Irish parents.

- Identified five themes relating to the psychosocial impact of having a child with
SB: balancing daily life demands, social challenges and relationship changes,
emotional impact, benefits of social support networks and inadequacy of
psychological supports for parents.

« Findings of the study highlight the need for targeted interventions to support
the unique psychosocial needs of parents of children with SB.
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1 Introduction

Neural tube defects (NTDs) comprise the second most common congenital birth defect
worldwide, caused by defective closure of the neural tube, leading to infant death or life-
long disabilities [45]. To date, the prevalence and associated adverse outcomes of NTDs
are disproportionately high in developing countries, despite the general recommenda-
tion of periconceptional folate acid supplementation [33]. Historically, Ireland has been
associated with high incidences of NTDs, with an overall rate of 1.05 per 1000 births, in
comparison to 0.36 per 1000 in Europe [46, 47] and 0.46 per 1000 in both Canada and
Western Australia [31].

Although the term NTDs encompasses a range of birth defects, anencephaly and spina
bifida (SB) account for the majority of all NTDs [12]. SB (“split spine”) is the most preva-
lent form of NTD, affecting approximately 1300 babies in the United States each year
[69]. It is characterised by an incomplete closure of the neural tube during the first tri-

mester of pregnancy, leading to neurological dysfunction below the lesion level [52].

1.1 Forms of spina bifida

There are three forms of SB depending on the severity of the condition: SB
occulta, meningocele and myelomeningocele [9]. SB occulta is the mildest form of SB
[20], characterised by a small defect in one or more of the vertebrae that make up the
spine, however, the site of the lesion is closed [54]. Research has largely considered SB
occulta as a benign entity without significant clinical consequences as many patients are
asymptomatic [57] and experience minimal neurological or developmental impairments
[63].

Meningocele is the rarest form of SB and is characterised by the bulging of the menin-
ges of the spinal cord through an opening in the vertebrae, resulting in a fluid-filled sac,
or cyst, protruding from the back [20]. The cyst, which can vary in size, is routinely sur-
gically removed within 48hr after birth, allowing for normal development [70]. Thus,
although this form of SB may cause minor disabilities and neurological sequelae, there is
typically minimal nerve or spinal cord damage [15].

Myelomeningocele, accounting for over 75% of all cases, is the most serious form of
SB, and occurs when the sac protruding from the infant’s back contains the spinal cord
and nerve tissues [70]. As there is no skin covering the malformation, the spinal cord is
exposed to amniotic fluid that has open communication with the external environment
[20]. Postnatal treatment of myelomeningocele occurs within 48hr of birth in order to
enclose the spinal cord and the damaged nerves surrounding the malformation [22].
Myelomeningocele typically presents at the lumbar and sacral level and is associated
with multiple malformations of the brain [73]. Impairments may be presented in vari-
ous degrees of morbidity including hydrocephalus [11], lower limb weakness or paraly-
sis [62], bladder/bowel dysfunction [71], and attention, memory and executive function
deficits [61, 76]. These complex and diverse lifelong complications have lasting physical,
neurological and psychosocial consequences, and individuals with SB require ongoing
treatment and monitoring throughout their lifetime [70].

1.2 Psychosocial impact on parents of children with physical disabilities
The impact of such disabilities extends beyond the individual. Parents are also faced with

a series of long-term difficulties, placing considerable strain on both psychological and
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social (psychosocial) resources [78]. As there is no specific definition of ‘psychosocial
impact’ to date [72], for the purpose of this study we have defined ‘psychosocial impact’
as a combination of psychological, emotional, social, financial and occupational fac-
tors that directly affect parents of children with a physical disability, including caregiver
burden.

1.2.1 Caregiver burden

In terms of the psychosocial impact of having a child with a physical disability, evidence
suggests that increased caregiving demands experienced by these parents may at times
seem overwhelming as they face a variety of complex responsibilities and challenges [25,
55]. Apart from the typical carer responsibilities associated with child rearing, parents
of children with physical disabilities must also cope with additional disability-related
responsibilities, such as the management of a child’s medical regimen [23]. These par-
ents are often faced with sudden and significant life events such as high-risk surgeries,
in addition to the continuous daily demands of having a child with a disability [75]. They
are also required to cope with new medical information, adjustments to their daily rou-
tines, and important decision-making regarding the medical, social, and educational
needs of their child [52].

1.2.2 Psychological impacts

In terms of the psychological impact of caring for a child with a physical disability,
extensive research has found that compared to parents of typically developing children,
these caregivers experience greater levels of psychological distress, including anxiety and
depression (e.g., [3, 19]). Additionally, studies have reported that these parents experi-
ence higher levels of parental stress in comparison to parents of able-bodied children
[2, 16, 55]. In particular, parental stress in this population has been associated with con-
cerns around the child's negative prognosis, and the uncertainty and unpredictability
regarding the course of the child's condition [41, 68].

1.2.3 Social impacts and relationships

Parents of children with physical disabilities may also adjust their social and family life
to accommodate their child, as caring for a child with a disability can be a significant
responsibility and increases the complexity of the parent's role. Research has found that
approximately one quarter of parents of children with disabilities have reported that the
caring role negatively impacted their social life, with roughly 31% of parents reporting
that they had completely lost contact with friends, relatives, or their extended family
[28]. Parents have also reported a lack of understanding by relatives and other commu-
nity members of their difficulties, and little or no acknowledgement of the challenges
they face (e.g., [2]).

Caring for a child with a physical disability may also strain family relationships, as
caregiving commitments may result in parents having limited opportunities to spend
time alone together [66]. Indeed, lower couple satisfaction has been reported among
parents of children with disabilities, compared to that of parents of children without
disabilities [64]. However, some studies have reported that parents’ relationships were
strengthened as a result of their child’s disability due to their mutual commitment to
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meeting their child’s needs, and acknowledging the care burdens placed on the child’s
main carer [66].

1.2.4 Occupational and financial impacts

Caring for a child with a physical disability is often associated with illness- or disability-
related dilution of familial resources, such as financial burden [23]. Indeed, there may be
financial pressure placed on the entire family due to increased expenses and decreased
income. Both medical and nonmedical expenses, as well as challenges in accessing gov-
ernment support, are major contributors to the financial stress faced by these families
[38, 42]. Additionally, as priority is often placed on the child’s care, parents of children
with physical disabilities may not be able to sustain their employment [38]. Conse-
quently, parents experience financial and social instability, in addition to physical and
psychological distress [48].

1.3 Psychosocial impact of having a child with spina bifida

As parents undertake complex care tasks while balancing all other facets of family life
and work obligations, the complexity of the parental role and the subsequent wellbe-
ing of these caregivers is progressively becoming a public health concern [25, 66]. In
recent years, extensive research has identified the psychosocial impact of having a child
with a chronic health condition in several populations, including parents of children
with cerebral palsy [2] and cardiovascular disease [32]. However, a more comprehensive
understanding of the implications of caring for a child with complex care requirements
in today's modern family is vital, given that increased caregiving demands pose a signifi-
cant risk for adverse psychosocial effects [25, 77].

To date, there is little reported on the psychosocial impact of having a child with SB,
despite the number of infants born with this NTD each year. Caring for a child with a
NTD means coming to terms with the condition, its associated complications, and the
subsequent effect on family and friends [60]. Whilst there is substantial evidence in the
literature highlighting the impact on individuals living with SB (e.g., [5, 58]), the impact
on caregivers is less well documented.

Although the literature is limited, studies have identified that parents of children with
SB experience higher levels of psychological strain than parents of able-bodied or typi-
cally developing children (e.g., [30]). Furthermore, it has been reported that parents of
children with SB experience elevated feelings of social isolation [75], economic hardship
[74], and low levels of perceived parental competence [30]. Thus, these findings suggest
that SB presents a multitude of challenges to parents, which must be addressed to miti-
gate the considerable burden that SB places on caregivers.

1.4 The current study
Much of the research exploring the impact of having a child with SB is limited to quan-
titative research (e.g., [36, 75]). Thus, while there is a small amount of quantitative lit-
erature pertaining to the psychosocial impact of having a child with SB, there is a lack
of literature qualitatively assessing the subjective experiences of parents of children with
SB, as illustrated by Rofail et al. [60].

To the best of our knowledge, this is the first study that qualitatively explores the psy-
chosocial impact of having a child with SB. A significant benefit of qualitative research is
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that it is primarily inductive and explorative in its procedures, and therefore, suitable for
situations where impacts need to be investigated [56]. We aimed to understand: (i) what
are the psychosocial impacts associated with having a child with SB, (ii) how are such
individuals supported, and (iii) what recommendations do these parents have to better
support parents of children with SB?

2 Method

2.1 Design

We utilised a cross-sectional qualitative approach as it is primarily inductive and explor-
ative in its procedures; consequently, it is suitable for situations where impacts need
to be investigated [56]. The cross-sectional approach was implemented by conducting
interviews within a 4-month period and subsequent analysis across a 2-month period.
Interviews were favored over focus groups as participants are more likely to raise socially
sensitive topics in interviews [34].

2.2 Participants

Participants were recruited to partake in semi-structured interviews designed to capture
the experiences of parents who have a child with SB. Purposive sampling was utilised
to reach this specific group, whereby we attempted to ensure that participants repre-
sented a mix of gender, age, and children with various forms of SB. Participants were
also recruited based on a set of inclusion and exclusion criteria. The inclusion criteria for
participants were as follows: (1) They were over the age of 18, (2) they resided in Ireland
and (3) they were a parent or primary caregiver of a child with SB, aged birth to 21 years.
The exclusion criteria were (1) parents or caregivers under the age of 18, (2) parents or
caregivers who had a deceased child with SB and (3) parents or caregivers who had a
child with SB over the age of 21.

For the purpose of this study, SB organisations were defined as organisations with a
primary focus on providing services, supports, and advocacy for individuals with SB and
their families. Two SB organisations in Ireland were identified by conducting a compre-
hensive search of healthcare databases and online resources to identify known organ-
isations. The researcher sent an email to both organisations in the Republic of Ireland
and Northern Ireland, including Spina Bifida and Hydrocephalus Ireland and SHINE
(Spina Bifida, Hydrocephalus, Information, Networking, and Equality Northern Ire-
land Services). This email contained the recruitment notice and contact details for the
researcher. Both organisations shared the notice across their channels. Similarly, the
researcher sent an email to online SB parent groups, consisting of online communities
of Irish parents on Facebook, who shared the notice with their members. These parent
groups were identified through online platforms and by consulting support organisa-
tions. The researcher also supplemented this recruitment strategy with advertisements
on LinkedIn and Twitter, in order to engage with communities that may have been inter-
ested in taking part. Social media recruitment assists researchers in accessing groups
and individuals that may be hard to reach [39].

2.3 Data collection
The time, location, and mode of interview (virtual, telephone or in-person) were cho-
sen by the participant. All participants opted to carry out the interviews using Zoom,
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a remote video conference application. The average length of interview was 39 min and
interviews spanned from 19 min to lhr and 6 min. Participants signed an online consent
form in advance of the Zoom interview and returned it via email.

The interview was conducted through a semi-structured format, where the researcher
asked participants the impact of their child’s diagnosis of SB on areas of parenting, work,
finances, relationships, and psychological and emotional functioning. Participants were
also asked about the supports they receive, their view on supports available and their
recommendations to better support parents of children with SB (Sample interview ques-
tions are presented in Table 1). These semi-structured interview questions were designed
by the first author by utilising previous studies exploring the psychosocial impact of car-
ing for a child with a chronic illness or disability (e.g., [18, 50, 79]), and were reviewed
by the second author, given his extensive experience in health psychology research. The
interview questions were intentionally broad and open-ended, providing parents with
scope to discuss topics not routinely explored in quantitative assessments. Addition-
ally, participants were provided with an opportunity to raise issues pertaining to other
domains and issues as they felt appropriate. This approach allowed for rich data to be
collected that provided insight into the unique experience of each participant.

The interviews were audio-recorded via Zoom and the subsequent pseudo-ano-
nymised transcripts were stored on a secure, password protected laptop. Transcription
of the interviews was performed by the researcher. This study was performed in line
with the principles of the Declaration of Helsinki. Approval was granted by the Psychol-
ogy Research Ethics Committee (REC), Trinity College Dublin (SPREC012024-18).

2.4 Data analysis

Braun and Clarke’s [7] thematic analysis was used to determine the themes emerging
from the qualitative transcripts. Thematic analysis is effective as it allows the researcher
to form relationships between issues and topics that emerge from the data [7]. In the
present study, one researcher was primarily responsible for data analysis. This form of
thematic analysis required the researcher to (1) familiarise themselves with the data, (2)
generate initial codes, (3) search for themes, (4) review themes, (5) refine themes and
(6) produce the report. During the transcription process, over 7hr of audio were tran-
scribed, and any information that made participants potentially identifiable was omitted
from the transcripts. Subsequently, the initial process of descriptive coding was under-
taken and followed by a process of “coding the codes’, where codes became more inter-
pretive with the aim of linking together and converging various codes. The transcripts
were coded using Microsoft Word. Following this, themes were extracted, defined, and

refined. Quotations from participants were utilised to illustrate themes.

Table 1 Sample interview questions

Sample interview questions

Has having a child with SB affected you as a family/your relationship with other family members?

How did you first hear about the diagnosis, and how did it make you feel initially?

Has your child's condition had a positive impact on you and your family?

Can you tell me about how you felt during the course of any treatment/surgical intervention your child may
have had in the past or in the present?

Can you tell me has having a child with SB impacted your career in any way?
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Table 2 Parent and child descriptives (N=12)

Parental factors Child factors

Interview Name Relationship to child Child’s gender Form of SB Age of child
1 Sarah Mother Male Myelomeningocele 11
2 Kate Mother Male Myelomeningocele 8
3 Nicole Mother Female Myelomeningocele 2
4 Jessica Mother Male Myelomeningocele 7
5 Monica Mother Male Myelomeningocele 15
6 Olivia Mother Female Myelomeningocele 16
7 Ellen Mother Male Myelomeningocele 19
8 Louise Mother Female Myelomeningocele 5
9 Amelia Mother Female Myelomeningocele 2
10 Patricia Mother Female Myelomeningocele 15
11 Cara Mother Female Myelomeningocele 3
12 Rachel Mother Female Myelomeningocele 8

IDs provided are pseudonyms

Table 3 Qualitative themes and subthemes identified
Themes Subthemes

Balancing daily life demands - Managing work, the household and the child’s medical needs
- Financial burden
+ Changes in employment
Social challenges and relationship changes « Lack of understanding from others
« Impact on relationships with partner and other children
« Impact of accessibility barriers on family life
Emotional impact - Emotional responses to the diagnosis
- Navigating the unknown
- Transformative insights

Benefits of social support networks « Practical and emotional support from family and friends
- Importance of connecting with other families with children
with SB

Inadequacy of psychological supports for - Unmet psychological support needs

parents « Avenues for improvement

3 Results

This sample consisted of 12 mothers of children with SB who resided in Ireland. Previ-
ous research has recommended that qualitative studies require a minimum sample size
of at least 12 to reach data saturation [14, 24]. Therefore, a sample of 12 was deemed
sufficient for the scale of this study. The children ranged in age from 2 to 19 years. The
majority of the children had a primary diagnosis of myelomeningocele, however, the
specific form has been removed to protect confidentiality. Detailed sample demograph-
ics are presented in Table 2. Participants have been given pseudonyms in order to pro-
tect confidentiality and anonymity.

We identified five major themes related to the psychosocial impact of having a child
with SB, including balancing daily life demands, social challenges and relationship
changes, emotional impact, benefits of social support networks and inadequacy of psy-
chological supports for parents (see Table 3). The first three themes, balancing daily life
demands, social challenges and relationship changes, and emotional impact, address
research question (i), by highlighting the psychosocial impacts experienced by parents
of children with SB. The remaining two themes, benefits of social support networks and
inadequacy of psychological supports for parents, address research questions (ii) and
(iii), by highlighting the various supports available and providing recommendations on
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Fig. 1 Thematic map illustrating the relationship between the five themes

how to better support parents of children with SB. While we distinctly categorised the
themes, they were also interrelated and associative. The relationships between the five
themes are depicted in Fig. 1.

In the analysis which follows, ellipses have been inserted in square brackets where
quotations have been contracted to remove irrelevant information. In cases where the
context of a quote was lacking, contextual features or a potential meaning has been
identified in square brackets. Quotations reflecting the range of issues that emerged
were selected because they were typical of the insights that participants gave during

interviews.

3.1 Balancing daily life demands

Participants reported that time spent engaging in the care and treatment of the child
with SB, his or her dependency level, and the time spent attending medical appoint-
ments, in addition to typical carer responsibilities associated with child rearing, contrib-
uted to the difficulties in managing daily life demands. For example, Sarah (son, aged 11)
disclosed:

“You just have so much more to do in your day. Do you know [...] doing washouts, he
has to have that done every second day, and that's a good hour and a half of your
evening when he comes home from school. And you're also trying to look after your
other child doing homework and make dinner and do the stuff everybody has to do”.

Similarly, Nicole stated (daughter, aged 2):

“I don't have too many people minding [my daughter], I just haven't had like, it's
either her dad or me. I know people can mind her, but there's a part of her medical
care that's quite intrusive that we just wouldn't have everybody doing”.

Balancing these demands significantly influenced the careers of several participants.
Participants reported that the trajectory of their professional lives had shifted signifi-
cantly since the birth of their child with SB. Many participants transitioned to roles as
full-time caregivers, as they found it challenging to sustain a career alongside the inten-
sive responsibilities of caregiving. For instance, Ellen (son, aged 19) reported leaving her
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previous employment to focus entirely on her child's needs: ‘T would have been in man-
agement and when [my son’s] care got quite complex [...], I ended up taking voluntary
redundancy because I was spending more time out of work than I was in work’.

Similarly, Monica (son, aged 15) reflected on the challenges she faced whilst balancing
her career with her child’s care needs:

“There had been a couple of times where he was in hospital and just the stress of
trying to keep the job going and then be there for him, it was just too much. I just
said I can't do that again, like I just can't be in that position where I can't just drop
everything and be with him, but then still be torn to keeping, you know the job going’.

Participants reported that the impact on their careers frequently led to a noticeable
reduction in their income. Many participants expressed that this financial strain was fur-
ther compounded by medical expenses and the inadequacies of government support and
funding. This was emphasised by Nicole (daughter, aged 2), who disclosed the significant
financial burden experienced by her family: “We've never actually been as financially
worse off as we are now, but as she's getting older the cost is getting more. [...] we have to
pay a thousand euro for AFO’s [ankle foot orthoses], because the [healthcare system] ones
aren't fitting”.

3.2 Social challenges and relationship changes
Participants noted a considerable change in social dynamics and communication within
and outside the immediate family, since having a child with SB. In terms of relationships
outside of the family, participants consistently identified a lack of understanding from
others regarding their child’s condition and needs. Jessica (son, aged 7) reflected on how
this lack of understanding affected her friendships: “I lost a lot of friends really, because
they didn't quite understand how much work goes into looking after a child with spina
bifida, how much time and effort and what all is involved’.

Some participants noted that the insufficient understanding of their child's condition
and care needs extended beyond their personal social circle. For instance, Cara (daugh-
ter, aged 3) identified a lack of awareness of SB within the community:

“There’s really not enough awareness about spina bifida in the community [...]. There
are thousands of different pictures of spina bifida like, there's no one-size-fits-all,
everyone's completely different. There are so many different levels, different things
that spina bifida can affect in a person, and I feel like the general person wouldn't
know about that unless you've experienced spina bifida’

In terms of relationships within the immediate family, several participants mentioned a
deterioration in their relationships with their partners, attributing this to a lack of qual-
ity time spent together and opposing views on the child’s care. Amelia (daughter, aged 2)
expressed:

“You become almost like business partners [...]. People kind of get like that with kids
anyway when they're young, but it's kind of compounded a bit then when you have
this additional layer of..We can't just hand her off to family for an evening, you
know, they can't just take her and let us get away’.
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Moreover, participants identified additional impacts on the family system, particularly
regarding the impact on the other siblings. Sarah (son, aged 11), for instance, reflected
on the challenges her daughter faces due to the unpredictability of her son’s condition:
“It’s really hard for her you know, because I could bring him into hospital and not come
back for 3 weeks and I think that's the part she finds really hard’

Participants consistently reported of adjustments the other siblings made to accom-
modate the needs of the child with SB. For instance, Jessica (son, aged 7) described how
her son’s SB consistently takes precedence over the needs of her other child:

“I think for my oldest child, she feels left out a lot. She often says she wishes she was
born with a disability |[...],... as much as we try as a family to make those children
feel important, my son’s condition will always be at the forefront of everything”

Participants also discussed the limitations imposed on their family outings and experi-
ences due to accessibility concerns. Sarah (son, aged 11) acknowledged how these bar-
riers to accessibility restrict her family in their activities: “We can't just do what other
families can do. We can't just have spontaneous days out. We can't just, we can’t go to a
beach. We can't. We have to always make sure everywhere is accessible’.

Similarly, Kate (son, aged 8) identified how these limitations often require careful con-
sideration and the adjustment of plans to accommodate her child's needs: “/You have to]
look into everything and research things before you go anywhere to see if like, the surfaces
or doors are wide enough, or if there's bathrooms”.

Despite these challenges, participants also identified positive changes within their
family systems. Participants reported their families increased understanding and empa-
thy towards others, in addition to an enhanced awareness of accessibility and disability.
Several participants also reported that the challenges associated with their child's condi-
tion fostered a greater sense of unity and support within the family. Cara (daughter, aged
3) identified positive changes in her relationship with her immediate family:

“‘My immediate family, like, as is in my mom and dad, my brothers and sister, it
brought us closer together because they kind of jumped in and they were on my side.
They've delved into it with me, so it brought some of us closer together”.

3.3 Emotional impact

The initial discovery of their child’s diagnosis had a profound impact on all participants,
manifesting in emotions such as devastation, shock, worry, isolation, and grief. Amelia
(daughter, aged 2) described the challenging early stages following the diagnosis: “There
was a long period of feeling kind of angry, feeling frustrated. It's almost like grieving in
some ways’

Similarly, Jessica (son, aged 7) recalled her initial response upon learning of her child’s
condition: “It was shattering. Absolutely shattering. My whole body actually still goes like
numb when I think about it”

Some participants acknowledged that accepting the diagnosis is an ongoing, lifelong
process that requires letting go of previous expectations about life. Amelia (daughter,
aged 2) disclosed:

“I think the coming to terms with it is something that you have to do again every
time you meet an obstacle [...]. So, the coming to terms thing I think is just lifelong.
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You have to come to terms with the next thing that she can or can't do, or you know
the next adjustment that you have to make in your life [...]. It's more letting go of
what you thought was going to be’.

Participants reported concerns around the uncertainty and unpredictability regarding
the course of their child's condition, and the trauma they endure as their child faces con-
tinuous medical interventions. At the initial diagnosis for instance, Monica (son, aged
15) recounted her worries regarding her child’s prognosis: “It’s just not knowing what the
outcome is going to be. Is he going to be able to walk? Or is he going to survive?”.

Participants identified having to constantly anticipate and prepare for potential medi-
cal emergencies or complications throughout the child’s life. In this regard, Sarah (son,
aged 11) noted:

“Everything is always so uncertain. Do you know, he definitely has a lifetime of sur-
geries ahead of him, but you never know what's coming. Especially when they have a
shunt, you just never know what's coming [...],... you live on tenterhooks all the time”

Similarly, participants acknowledged how the unpredictable nature of medical interven-
tions contributed to their stress. Jessica (son, aged 7) described her apprehension during

her son’s high-risk surgeries:

“I'm always on edge. But yeah, like coming up to the surgeries, I don't sleep, I don't
eat. [...]. I'm so busy going oh my God, what if this happens? We need to prepare for
this. We need to do this. We need to have this ready. Yeah, it's a lot of like, stress”.

Louise (daughter, aged 5) similarly described her distress during these surgeries: “All I do
is cry, waiting until you get the call to say she's out of theatre”.

Participants also reported ongoing worries about their child's future, particularly
regarding their independence and social acceptance. For instance, Cara (daughter, aged
3) expressed her concerns about her daughter’s future: “/I] worry about her being bullied
and stuff, you know, kids can be mean. And if they spot anyone that's different, they pick
on that, so [...] I'd worry about that big time for [my daughter]”

Participants reported a range of feelings, including guilt and distress, when compar-
ing their child's capabilities with those of other children. Olivia (daughter, aged 16)

expressed in this regard:

“[I'm always thinking of things she can’t do, such as] going out to nightclubs, going
to concerts, things like, that all her peers are able to do, I suppose and her siblings.
So yeah, I find that very emotionally draining [...]...it kind of hurts you, you know, it
does [you] just get a little pain in your heart when you think about it”

In light of these challenges, participants frequently expressed how their child's condition
offered them a transformative perspective on life. Many remarked that everyday chal-
lenges seemed less significant in comparison to the ongoing hurdles their child faced.
Rachel (daughter, aged 8) felt that: “It really helps to bring into the proper proportionality
any other issues or worries a person has in their life’

Similarly, Sarah (son, aged 11) reflected on her child’s own resilience:

“I just feel like he goes through so much [...]. He's so strong for a child that has to go
through so much. And it makes you just not sweat it over the small stuff anymore,
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and not to be worried about and giving out about silly stuff that you might have
before’.

3.4 Benefits of social support networks

Participants noted an overwhelming sense of support from their close social networks,
including various forms of practical and emotional support. Olivia (daughter, aged 16)
reflected on how her friends and family underwent medical training to provide practical

support, and thereby alleviate caregiving responsibilities:

“My family are very good, very hands on. They did courses to help us with [my
daughter’s| tracheostomy and with administering antibiotics, and all of that. So,
they were really, really, really hands on, and so were my friends in fairness. They all
wanted to help, and they continue to do that’

Participants also disclosed the importance of having someone to confide in whilst man-
aging their child’s condition. Cara (daughter, aged 3) expressed appreciation for the emo-
tional support provided by her social network: “You really appreciate it when someone
does help out [...]. Even though they don't understand it, but they're making that effort’.

Participants also frequently identified the importance of connecting with other par-
ents of children with SB. Patricia (daughter, aged 15) noted the benefits of sharing a
mutual understanding of the challenges they face: “Those of us who are already in the
same trenches, you don't need to do any of the initial exploratory, explanatory, anything.
You just get it, and that makes the world of difference’.

The benefits of the social support provided by these parents, particularly through the
parent social media group, was consistently discussed by participants. Rachel (daughter,
aged 8) reflected on how the group has helped her whilst navigating her child’s diagno-
sis: “In terms of helping me understand what it is like to be a mom with a child with spina
bifida, it has been really, really helpful’.

Similarly, Cara (daughter, aged 3) acknowledged how the group has supported her in
the past, and her ability to now support new parents in similar positions:

“Between us all, everyone has like a shared experience that will help somebody when
they're struggling. Whenever I've come into difficulties, it's a great place that I always
go to and I just vent and someone comes on and they're like, I've been through simi-
lar [..]. You can be the support for someone else. And that's so nice as well to feel like

that, you're helping somebody from the experiences that you have had’

3.5 Inadequacy of psychological supports for parents

Participants confirmed that the impact of their child’s condition on their psychologi-
cal wellbeing was not acknowledged by medical professionals from the day they first
received their child’s diagnosis, to the present day. This was reflected in participants’
perceptions in the lack of psychological support services available to parents of children
with SB. Amelia (daughter, aged 2) recalled her personal experiences of isolation during

pregnancy:

“I felt really, we were kind of just left to figure this out ourselves. You know, we were
kind of told this is what it is [...]. There was no chance to talk to anybody from, like,
a counselling perspective. I think even if there had been a leaflet to say, you know,
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this is the diagnosis, or an information pack and it had ‘phone this number’ if you
want to talk to somebody if you have any questions. It just kind of felt like we were
left to Google everything [...]. I felt like we were kind of let down there where, you
know, we're cared for from a physical perspective, but that actual helping us get
through our heads and help us process, that wasn't there at all, because seriously
like, it is life changing stuff”.

Similarly, Jessica (son, aged 7) reflected on the lack of acknowledgement by healthcare
professionals during one of her son’s hospital visits:

“[My son] was rushed off to hospital. I was sleeping on a very uncomfortable chair
for four days, no sleep, didn't get a chance to shower or even wash my face, anything.
And 1 felt like everyone was going, oh, he's fine. And no one was going are you ok,
like, that was traumatic, are you ok?”.

Repeatedly, participants identified the need to improve psychological supports for par-
ents of children with SB. Cara (daughter, aged 3) recounted the following in this regard:

“We're going through it all with [our children] as well, it's not just the kids. And if
we're helped along the journey, it's only going to help the kid's outcome later in life.
So, it's going to have a huge knock-on effect that like everyone's taking care of each
other”.

Participants stated that both support groups and individual counselling would be ben-
eficial. For instance, Patrica (daughter, aged 15) highlighted her preference for individual
counselling: “Individual opportunities to offload to a therapist or something would be
really, really beneficial for so many of us”

Whilst on the other hand, Monica (son, aged 15) felt that support groups would be
most beneficial: “Meeting with other parents in similar situations in a group is good [...].
I think it would be beneficial, especially when your child is much younger, and you really
have no idea what you're dealing with’.

4 Discussion

To the best of our knowledge, this is the first study that qualitatively explores the psy-
chosocial impact of having a child with SB. Moreover, whilst there is a small amount
of research pertaining to the psychosocial impact of having a child with SB, there is a
lack of literature qualitatively assessing the subjective experiences of these parents, as
illustrated by Rofail et al. [60]. The findings indicate that these parents are impacted in
both positive and negative ways by their child’s condition. We identified five themes:
balancing daily life demands, social challenges and relationship changes, emotional
impact, benefits of social support networks and inadequacy of psychological supports
for parents. As such, research question (i) was addressed through the themes of daily
life demands, social challenges and relationship changes, and emotional impact, by high-
lighting the psychosocial impacts experienced by parents of children with SB. Research
questions (ii) and (iii) were addressed by the remaining two themes, benefits of social
support networks and inadequacy of psychological supports for parents, which highlight
the various supports available and recommendations on how to better support parents
of children with SB.
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A significant finding is the challenges participants face in balancing typical carer
responsibilities associated with child rearing, in addition to disability-related respon-
sibilities, such as time spent attending medical appointments and the management of
their child’s medical regimen. Participants consistently identified the significant amount
of time spent engaging in daily care, such as dressing, bathing, catheterising, or complet-
ing bowel washouts for their child. This is reflected in the earlier findings of Havermans
and Eiser [26], who found that in comparison to parents with able-bodied children,
caregivers of children with SB spent more time with their child, particularly due to SB-
related care needs such as incontinence and lack of mobility. Although this research was
published in 1991, our study found that these caregiver responsibilities placed on par-
ents of children with SB, persist to this day.

Participants reported that balancing these daily life demands significantly impacted
their careers. As such, the trajectory of their professional lives had shifted significantly
since the birth of their child with SB, with several participants transitioning to the role
of full-time caregivers. Aksenov et al. [1] also found that caregivers of children with SB
reported making work adjustments due to their child’s condition, which ranged from
shifting their work schedule, to quitting work altogether to care for their child. Similarly,
Cavalari et al. [10] reported that in their study, 81% of parents of children with myelo-
meningocele did not have paid work and were dedicated exclusively to their child’s care.

Parents acknowledged that these changes in employment exacerbated their financial
stress, in addition to the lack of government support received. This was further com-
pounded by medical expenses such as private therapies and mobility equipment, travel
costs such as parking, and costs related to home adaptations to improve accessibility.
Similar expenses have been reported by parents of children with SB located in the United
States [1].

Another important finding is that participants noted a considerable change in social
dynamics and communication within and outside the immediate family, since having a
child with SB. Regarding relationships outside of the family, the lack of awareness and
understanding about SB strongly featured in the parents’ accounts. Participants iden-
tified a lack of understanding about SB among their family members, friends, and the
wider community. In particular, participants reported a lack of understanding from
friends regarding their child’s condition and needs, which often led to feelings of isola-
tion. Previous research has reported that parents of children with cerebral palsy noted
a lack of understanding by relatives and other community members of their difficulties,
and little or no acknowledgement of the challenges faced [2].

In terms of relationships within the family, participants identified several aspects of
family functioning that were particularly salient, including marital relationships and sib-
ling adjustment. Several participants noted a deterioration in their relationships with
their partners, attributing this to a lack of quality time spent together and opposing
views on the child’s care. This is also reflected in the findings of Loebig [43], who found
that parents of children with SB reported tensions or strains within their marital rela-
tionships, due to their child’s condition.

Participants frequently identified the impact of SB on the other siblings. Several par-
ents reported that due to the amount of time spent with the child with SB, less time
was spent with any other children they might have. Participants felt that their able-bod-
ied children were impacted as a result of parental absence due to hospitalisations, the



O’Connor and Hevey Discover Psychology (2025) 5:75 Page 15 of 20

unpredictability of the child’s condition, having to make adjustments to accommodate
the needs of the child with SB, and limitations on their family outings and experiences
due to accessibility concerns. This placed considerable strain on the parents, as they nav-
igated balancing the needs of their child with SB and the needs of their other children,
with many participants reporting feelings of guilt. These findings support the existing
body of research on the impact on siblings of children with chronic illness (e.g., [27]).

Despite these impacts and the challenges associated with rearing a child with SB, sev-
eral participants also noted positive changes within their family systems. Participants
reported that their entire family, including the siblings, gained compassion, awareness,
and empathy for others. These findings have been reported in previous research, in
which siblings of children with SB identified various positive effects, such as increased
empathy for their sibling and a greater appreciation of their own physical abilities [30].
Moreover, participants reported that the challenges associated with their child's condi-
tion fostered a greater sense of unity and support within the family. This is similar to the
findings of Bellin and Rice [4], in which siblings reported that the shared SB experience
created family bonds that seemed stronger than those of other families. Furthermore,
participants frequently expressed how their child's condition offered them a transforma-
tive perspective on life. Many participants remarked that everyday challenges seemed
less significant in comparison to the ongoing hurdles their child faced, which was simi-
larly reported by parents of children with children with SB in a study by Holmbeck and
Devine [30]. Previous research on parents of children with rare diseases has described a
revitalised world view including a sense of gratefulness and a deeper understanding of
their child, themselves, and others [49].

Another key finding is the profound emotional impact that the child’s SB had on all
participants. Participants reflected on their personal experiences during the initial diag-
nosis, commonly recalling feelings of shock at the time when they learned of their baby’s
diagnosis. Additional responses reported by participants during this period included
several emotions, such as devastation, worry, guilt, and grief. Such findings consolidate
previous research on parents’ experiences of prenatal diagnosis of SB (e.g., [13]).

Like parents of children with other chronic conditions (e.g., [29, 37]), uncertainty was
a constant part of daily life and dominated parents' accounts of living with a child with
SB. This uncertainty encompassed a broad spectrum of concerns, including initial diag-
nostic uncertainty, anticipation of potential medical emergencies or complications, and
ongoing concerns about their child's future, particularly regarding their independence
and social acceptance. Smith et al. [67] found that parents of children with hydroceph-
alus reported similar uncertainties, such as the unpredictable nature of shunt compli-
cations, risks associated with surgeries and uncertainty about the child’s ability to live
independently. Participants also reported that the uncertainty surrounding their child’s
diagnosis can persist or re-emerge at challenging transition points in their child’s life.
Thus, in line with previous research, these findings suggest that any resolution of paren-
tal uncertainty may only be partial or transient [17].

Another key finding is the importance of social support networks for these par-
ents. Participants emphasised various sources of support, such as their partner, family,
and friends. These support systems provided practical support to alleviate caregiving
demands, opportunities to share childcare responsibilities, and an outlet to share their
worries and concerns. Pinquart [55] also reported that higher levels of perceived social
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support were associated with lower levels of parental stress in caregivers of children with
chronic physical conditions. Thus, there is a clear importance in having a social support
network for parents of children with SB.

Moreover, participants consistently acknowledged the importance of connecting with
other parents of children with SB. This form of peer support fostered a sense of belong-
ing, and reduced feelings of isolation and loneliness. Additionally, participants utilised
this support network to exchange practical information, and many parents described
learning from the expertise and experience of other parents. Peer networks help to
reduce psychological distress and feelings of isolation, enhance coping skills, and pro-
vide altruistic benefit in supporting others (e.g., [8]).

Participants identified a lack of acknowledgement by medical professionals for the
impact their child’s condition had on their psychological wellbeing, from the day they first
received their child’s diagnosis. This was reflected in participants’ perceptions of the lack
of psychological support services available to parents of children with SB. This is consistent
with previous research on parents of children with rare diseases, which found that despite
parents feeling emotionally distressed and in a state of shock, few parents were offered
psychological support from mental health professionals, particularly around the time of
diagnosis, when need was greatest [51]. Robertson et al. [59] found that parents of chil-
dren with serious chronic conditions reported a greater need for mental health support.
As such, there is a body of literature highlighting the clear lack of professional support for
parents of children with chronic conditions, however, the present study is the first, to our
knowledge, to identify the lack of services for parents in the instance of SB.

4.1 Implications

In terms of clinical implications, the findings underscore the critical need for the improve-
ment of psychological support services tailored for parents of children with SB in Ireland.
It is important to acknowledge that these findings are limited to the context of the Irish
healthcare system and may not be directly applicable to healthcare services in other coun-
tries. Firstly, the findings demonstrate that there is a need for better signposting of sup-
portive resources for parents of children with SB, particularly at the point of diagnosis.
Secondly, participants highlighted that existing support structures are insufficient and
inadequate. Thus, where supports are available and where services do exist for these par-
ents, there is a need to address the challenges faced specifically by parents of children with
SB, such as financial challenges, psychological challenges, and caregiver burden. Several
participants suggested that interventions that facilitate peer support may be particularly
beneficial at addressing these issues, which has been supported by previous research (e.g.,
[40, 65]). Finally, it is imperative that healthcare professionals acknowledge and address
the profound impact that SB has on caregivers. Recent studies emphasise that discussions
about parental mental health should occur early and often as part of routine care for pae-
diatric illness (e.g., [6, 35, 53]). Facilitating discussions around parents’ mental health by
actively inquiring about how parents are coping, can facilitate early identification of men-
tal health challenges warranting intervention [21, 53]. When necessary, referrals to hospi-
tal and community based psychosocial supports may further promote parents’ confidence
that their needs can be met through the healthcare system. Ultimately, this would have
beneficial effects for the child with SB and their caregivers [80].
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Regarding future avenues for research, given the lack of literature qualitatively assessing
the subjective experiences of parents of children with SB, there is a clear need for further
research in this area. Moreover, given that parents emphasised the significant impact of SB
on the able-bodied sibling, future research qualitatively assessing the experience of siblings
of those with SB is warranted. Finally, future research with neuropsychology professionals
would be beneficial to develop targeted interventions for parents of SB to support their
unique psychosocial needs.

4.2 Strengths and limitations

To the best of our knowledge, this is the first study that qualitatively explores the psycho-
social impact of having a child with SB. Unlike quantitative studies that are limited by the
scope of impacts covered in the outcome measures used, this qualitative study enabled
parents to share their unique experiences associated with caring for their child with SB.
However, this study is not without limitations. The research was conducted online, with
all interviews taking place remotely over Zoom. This approach may have restricted the
researcher’s ability to capture non-verbal cues and establish the same level of rapport that
is established in face-to-face interviews. Despite this, interviews were rich in data, which
suggests that the online nature of the interviews did not impact the quality of the data. A
significant limitation in the present study is that one author was primarily responsible for
the data analysis, which may have introduced interpretive bias, and the analytical depth
derived from multiple perspectives. Furthermore, this research explored the experience
of parents of children with SB residing in Ireland, and therefore, these findings may have
limited generalisability to other populations. Lastly, as with many psychosocial research
studies (e.g., [59]), there was an under-representation of fathers. Whilst this corroborates
the literature documenting that mothers continue to be the primary caregivers (e.g., [10,
44]), we recommend that this study be replicated using father figures and caregivers from
gender minority groups for more representativeness.

5 Conclusion

In conclusion, the present study identified five themes relating to the psychosocial impact
of having a child with SB: balancing daily life demands, social challenges and relationship
changes, emotional impact, benefits of social support networks and inadequacy of psycho-
logical supports for parents. These findings highlight the significant impact that having a
child with SB has on parents, yet participants felt that the impact of their child’s condition
on their psychological wellbeing was not acknowledged by medical professionals. Further-
more, the study highlights the evident positive and negative impacts the child’s diagno-
sis of SB has on the parent and their families. Positive impacts reported include a greater
sense of unity and support within the family and a transformative perspective on life, while
negative impacts include the caregiving demands associated with disability-related respon-
sibilities and the uncertainty and unpredictability regarding the course of their child's con-
dition. Participants reported an overwhelming sense of support from their close social
networks, however, there was a clear lack of professional psychological support available
to these parents from the day of diagnosis to the present day. Thus, the findings underscore
the critical need for the improvement of psychological support services tailored for par-
ents of children with SB.
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